A number of key lessons can be learned from existing registries; most are common across registries, but the subjectivity of a dementia diagnosis is particularly problematic and while the timing is opportune, aspects of the Irish health environment are also challenging.
Patient registries provide data that enable the course of a disease to be observed, to identify inequities in service provision and use, to assess the efficacy of clinical outcomes, and to explore the impact of the condition on patients' lives. Each is essential to informed clinical and policy decision-making and health economic assessment 1 .
The Medical Research Charities Group (MRCG) and the Irish Platform for Patients' Organisations, Science and Industry (IPPOSI) argue that patient registries should be "central to the planning, delivery and review of health care in Ireland" 1 . Although Ireland does not as yet have a national patient registry strategy, many registries already exist and more are in the process of development.
In response to the very poor recording and coding of dementia across all care settings 2 , and the scarcity of data needed to inform clinical and policy decisions with regard to dementia, the Alzheimer Society of Ireland commissioned this evidence-based review of the feasibiity of creating a National Dementia Register for Ireland.
Aims & Objectives
Review patient registry models in Ireland and dementia registries that exist in other jurisdictions and examine their function and operation. Identify the impact of relevant legal, ethical, clinical, technology, and financial issues crucial to the development of a national register. Provide evidence-based policy recommendations to progress the issue of improved recording structures for dementia in Ireland. Interviews and focus groups were audio-recorded, transcribed, anonymised and analysed using inductive content analysis.
4. Personal communication with other experts (n=13) who were unavailable for formal interview.
There is general agreement that patient registries have a role to play in national public health strategies.
Successful registries capture data from the patient's point of entry into the health system and across all subsequent interactions, and they illustrate the clear need for collaboration and data sharing.
Existing Irish patient registries demonstrate that a lot can be achieved within the current limitations of the Irish health system.
An Irish National Dementia Registry could feasibly address the need for more accurate and comprehensive dementia data.
Conclusions
Analysis of the expert interviews and focus groups revealed six themes and these are illustrated with anonymised direct quotes. Three high-level cross-cutting themes were also identified:
1. Benefits and Risks 2. Barriers and Facilitators 3. Dementia-specific Challenges.
"'People with dementia may need things explained more in terms of storytelling or analogies… you need that skill" [LE, consent] "We need to have the information to be able to plan appropriately" [PE,
enhance policy] "The most important aspect is that it will provide a solid evidence-base on the population level burden of dementia" [HI,
provide information] "The more information there is, the more learning and more understanding, and I think more awareness, acceptance" [IDWG,
provide information] 
